Information regarding the nature, frequency, correlates and temporal trajectory of concerns of stem cell transplantation (SCT) recipients is critical to the development of interventions to enhance quality of life (QOL) in these individuals. This study examined psychosocial concerns in 110 SCT (87% autologous) recipients drawn from two SCT centers. Participants were a mean of 46 years of age and 17 months post-SCT (range 3-62 months). Information regarding current and past SCTrelated concerns, performance status, and demographic characteristics was collected by telephone interview or questionnaire. Recipients reported a wide variety of psychosocial concerns following SCT. Recipients who were younger, female and evidenced a poorer performance status reported a larger number of post-SCT concerns. Examination of the temporal trajectory of concerns suggests that some concerns are salient throughout the course of post-SCT recovery (eg disease recurrence, energy level, 'returning to normal'), some are salient early in the course of recovery (eg quality of medical care, overprotectiveness by others), and others emerge later in the course of recovery (eg feeling tense or anxious, sexual life, sleep, relationship with spouse/partner, ability to be affectionate). Implications for the development of interventions to enhance post-SCT QOL are identified. Keywords: quality of life; behavior adjustment; psychosocial; intervention Transplantation of hematopoietic stem cells obtained from bone marrow or blood is employed in the treatment of a variety of serious, life-threatening, primarily malignant diseases. Recent years have witnessed a marked expansion of the range of diseases for which SCT might be indicated as well as expansion of the range of patients within disease categories deemed suitable candidates for SCT.
Transplantation of hematopoietic stem cells obtained from bone marrow or blood is employed in the treatment of a variety of serious, life-threatening, primarily malignant diseases. Recent years have witnessed a marked expansion of the range of diseases for which SCT might be indicated as well as expansion of the range of patients within disease categories deemed suitable candidates for SCT. [1] [2] [3] [4] The result has been a marked expansion of not only the number of patients undergoing SCT, but more critically, improve- 2 This has resulted in increasingly large numbers of SCT recipients living for increasingly long periods of time following SCT. 2 Existence of a growing cohort of long-term survivors following SCT has fueled interest in quality of life (QOL) and survivorship issues in SCT recipients. Recent reviews of the literature have generally concluded that while many SCT recipients report good QOL, many patients also report problems and difficulties following SCT. [5] [6] [7] Potential problems span the spectrum of QOL domains and represent a range of physical, functional, emotional, and social difficulties. 8 In addition to the well known physical late effects of SCT, such as graft-versus-host disease, pulmonary problems, and rheumatoid disorders, 9, 10 problems with fatigue, sleep, sexual and cognitive function, and psychological and interpersonal adjustment have been identified. [5] [6] [7] 11 The majority of research examining QOL and survivorship issues in SCT recipients has been descriptive in nature with the focus placed upon identifying the type and severity of specific deficits likely to be experienced by SCT recipients. This knowledge, however, has not been widely incorporated into the design of specific interventions or programs of intervention designed to prevent or minimize psychosocial difficulties and enhance QOL and adjustment following SCT. In fact, only a tiny handful of studies, mostly small in scope or focused upon the acute period of hospitalization, have evaluated the impact of psychosocial or behavioral interventions in the SCT setting. [12] [13] [14] Additional reports of innovative interventions in the SCT setting have recently appeared, but these programs are largely unevaluated. [15] [16] [17] [18] [19] While research in the SCT setting has done a reasonably good job of identifying likely areas of deficit in SCT recipients, information regarding what SCT recipients personally experience as concerns following SCT is of critical importance. SCT recipients' concerns may not map perfectly upon specific areas of deficit identified in research. In other words, while research suggests that SCT recipients may experience impaired sleep or cognitive performance, whether these are areas of concern for SCT recipients is not directly known. Given the life-threatening nature of SCT, recipients might be concerned more about critical issues of survival or more serious and disabling areas of impairment, and less about areas related to more subtle aspects of QOL. 20 At the present time, little is known about the psychosocial concerns of SCT recipients. McQuellon and col-leagues 21, 22 assessed the presence and extent of concern in 12 areas in two small samples of SCT recipients. They reported that more than 1/3 of a sample of 24 breast cancer patients who had received autologous SCT expressed concerns regarding general physical health, finances, planning for the future, health or life insurance, appearance, and personal or intimate physical relations. 21 Similar results were obtained in a second study of 86 recipients of either autologous or allogeneic SCT. 22 While these two studies provide important information regarding post-SCT concerns, additional research is necessary. Both studies largely focused upon recipient concerns during the first year post-SCT, recipients of autologous SCT for breast cancer, and only a limited range of potential concerns. Additional research is necessary to examine a broader range of potential concerns, in longer-term SCT survivors, and in a broader range of recipients with regard to disease and type of SCT.
In addition, identification of the temporal trajectory of post-SCT concerns is critical to the development of interventions to enhance post-SCT QOL and adjustment. Given the life-threatening nature of SCT, recipients might be most concerned with more fundamental issues of survival early in the course of post-SCT recovery. As time passes, however, more subtle concerns regarding reintegration and reestablishment of a 'normal' life might become more prominent. To be most effective, interventions targeting a specific problem or area of concern must be delivered when these problems or concerns are salient. While the failure to provide assistance with a specific problem or concern is undoubtedly problematic, provision of assistance for a problem before it is likely to be acknowledged as a salient concern is also likely problematic.
The present study examines the type of psychosocial concerns experienced by SCT recipients 3-62 months post-SCT. The study also attempts to identify demographic and clinical variables associated with concerns in specific areas. Finally, the study attempts to identify the temporal trajectory of post-SCT concerns. That is, the study examines whether certain concerns are more salient during the early post-SCT recovery period while others become more salient later in the post-SCT recovery period.
Methods

Patients
Study participants were drawn from the roster of SCT recipients at either the Blood and Marrow Transplant Program at the University of Kentucky or the Blood and Marrow Transplant Program at the Moffitt Cancer Center. To be eligible for study participation, recipients had to: (1) be at least 18 years of age; (2) have undergone either autologous or allogeneic SCT for a malignant disease; (3) have no current evidence of malignant disease; (4) be living outside the hospital; (5) have undergone SCT at least 2 months, but no more than 6 years prior to study participation; (6) read, write and understand English; and (7) provide written informed consent for study participation. Only participants who underwent autologous SCT for a breast carcinoma were considered for enrollment at the Moffitt Cancer Center site. Recipients of allogeneic or autologous SCT for any malignant disease were considered for study enrollment at the University of Kentucky.
Using the criteria indicated above, a total of 86 eligible patients were identified at the University of Kentucky. Of these, 67 patients (78%) provided written informed consent to participate and were enrolled into the study. All of these patients subsequently completed the study interview. (The 19 eligible patients not enrolled in the study did not differ significantly from the 67 study participants with regard to gender, age, time post-SCT or type of SCT.) Patients were a mean of 46.6 years of age (s.d. = 10; range = 23-68 years) and 14.7 months post-SCT (s.d. = 5; range = 7-31 months) at the time of study participation. Additional demographic and clinical information regarding study participants recruited from the University of Kentucky is shown in Table 1 .
Using the criteria indicated above, a total of 49 eligible patients were identified at the Moffitt Cancer Center. Of these, 45 patients provided written informed consent to participate (92%) with 43 subsequently returning questionnaire packets (88%). (The six eligible patients not enrolled in the study did not significantly differ from the 43 study participants with regard to age or time post-SCT.) Patients were a mean of 44. Table 1 .
The entire sample then consisted of 110 SCT recipients (24% male; 76% female) a mean of 45.8 years of age (s.d. = 9; range = 24-68 years) and 16.9 months post-SCT Table 1 Demographic and clinical characteristics of study participants The majority of study participants (n = 96; 87%) had received autologous SCT. Of the 14 patients (13%) received allogeneic SCT, 13 (12%) received a histocompatible graft from a related donor while one patient (1%) received a haploidentical graft from a related donor. Initial disease diagnosis was as follows: breast cancer (60%); nonHodgkin's or Hodgkin's lymphoma (19%); chronic leukemia (8%); acute leukemia (7%); multiple myeloma (5%); and myeloproliferative disease (1%).
Procedure
All study procedures were reviewed and approved by the Institutional Review Boards at both SCT centers. Eligible patients were identified from the roster of recent SCT recipients at both participating institutions. Slightly different study enrollment and data collection procedures were followed at the two participating institutions. At the University of Kentucky, eligible patients were mailed a letter describing the research and inviting their participation. Two copies of the approved study consent from were included with this letter. Those patients interested in study participation signed one copy of the consent form and returned it by mail. Upon receipt of their signed consent form, the patient was telephoned by a member of the project research staff at the University of Kentucky to schedule a convenient time for a telephone interview. All scheduling of interviews, as well as completion of the interviews themselves, was handled by a doctoral level student in clinical psychology who was not involved in the patient's medical care. At the Moffitt Cancer Center, eligible patients were mailed a letter describing the research and inviting their participation. Shortly after this mailing, eligible patients were contacted by a member of the project research staff at the Moffitt Cancer Center and verbal informed consent for study participation was then obtained by telephone. This research staff member was a doctoral level student in clinical psychology who was not involved in the patient's medical care. Patients who agreed to participate were mailed a consent form and a packet of study questionnaires. Patients completed the questionnaires and returned them by mail, along with a signed copy of the study consent form.
Study measures
Regardless of whether the patient participated in a telephone interview or completed a packet of questionnaires, all participants completed the same set of core study measures. These included a demographic information form, a BMT Concerns Questionnaire, and the WHO Performance Scale.
Demographic information form:
Information was obtained regarding date of birth, current marital status, ethnic background, highest level of education completed, current annual household income, and current employment.
SCT Concerns Questionnaire (SCQ):
The SCQ was developed for use in the present research. The SCQ consists of 30 items, each identifying a specific area of potential concern to SCT recipients (see appendix). Examples of SCQ items include 'my personal appearance', 'my relationship with my spouse or partner', 'my energy level', 'feeling depressed', 'other people babying me or being overprotective', etc. Four response options are available. For each concern, respondents indicate whether that item is: (1) a concern in the past month; (2) a concern since transplant, but not in the past month; (3) not a concern since transplant; or (4) not applicable. Specific items on the SCQ were selected following a review of the literature examining quality of life following SCT and consultation with physician and nursing staff in the SCT setting. Two composite indices were computed based on SCQ responses. Total number of current concerns (SCQ-Current) was the sum of SCQ items for which a respondent indicated that that item was a current concern. Total number of post-SCT concerns (SCQTotal) was the sum of SCQ items for which a respondent indicated that item was either a current concern or a concern since SCT but not within the past 30 days.
WHO performance scale:
The World Health Organization Performance Scale was used to assess current performance status. 23, 24 Patients rated themselves with regard to one of five potential performance status categories: normal activity (score of '0'); some symptoms, but can walk and do not spend any extra time in bed (score of '1'); need some time in bed but less than 50% of normal daytime (score of '2'); need to be in bed greater than 50% of normal daytime (score of '3'); and unable to get out of bed (score of '4'). Distribution of WHO Performance Status scores in the present sample was as follows: 0 (n = 53); 1 (n = 38); 2 (n = 18); and 3 (n = 1).
Data analysis
Data were analyzed using the Statistical Package for the Social Sciences-X (SPSS-X). An alpha level of 0.05 was used as the criterion for determining statistical significance. Table 2 displays our findings with regard to the frequency of current and past concerns reported by SCT recipients on the SCQ. The most common post-SCT concerns included those regarding disease recurrence (95% of respondents at some time following SCT), energy level (91%), whether they will 'return to normal' (79%) and feeling depressed (74%) or tense or anxious (74%). Other common concerns included personal appearance (71%), memory and concentration difficulties (67%), sexual life (67%), poor appetite (63%), and poor sleep (63%). The least common post-SCT concerns included whether or not they are receiving good medical care (only 15% of respondents at any time post-SCT), communication with their physician or nurse (16%), and being unsure what things their doctor does not want them to do (24%). The mean number of current concerns (SCQ-Current) expressed by SCT recipients was 8.2 
Results
Frequency of post-SCT concerns
Demographic and clinical correlates of Post-SCT concerns
Multiple regression analysis was used to identify demographic and clinical variables associated with both SCQCurrent and SCQ-Total indices. Two identical multiple regression analyses were performed using SCQ-Current and SCQ-Total scores as dependent variables. The set of independent variables employed in both analyses included age at SCT, months post-SCT, sex, educational level, income, and type of SCT (autologous vs allogeneic). This set of six demographic and clinical variables accounted for only 4.1% of the variance in the total number of current concerns reported (multiple R = 0.203; F (6, 101) = 0.63; NS). In contrast, the identical set of demographic and clinical predictor variables accounted for 19.1% of the variance in total number of current or past concerns reported (Multiple R = 0.381; F (6,101) = 2.87; P Ͻ 0.05). Individual variables which were significant predictors of SCQ-Total scores included sex (beta = 0.22; P Ͻ 0.05) and age at SCT (beta = Ϫ0.21; P Ͻ 0.05). Specifically, females and younger individuals at time of SCT reported more current or past concerns on the SCQ.
The relationship between the total number of post-SCT concerns reported and both WHO Performance Status rating and type of malignant diagnosis were examined using one way ANOVA. For the diagnosis variable, patients were divided into four diagnostic groups: breast cancer (n = 66), Hodgkin's or non-Hodgkin's lymphomas (n = 21), acute leukemias (n = 8), and chronic leukemias (n = 9). No significant differences in total number of post-SCT concerns were found among these four diagnostic groups. Group means ranged from 15.2 to 16.2 post-SCT concerns with standard deviations ranging from 5.6 to 7.1. In contrast, WHO Performance Status rating was significantly associated with total number of post-SCT concerns reported (F (2,107) = 8.75; P Ͻ 0.001). Specifically, patients with a performance status rating of '2' (ie some time in bed but Ͻ50% of waking hours (n = 18)) reported a mean of 19 (s.d. = 4.3) post-SCT concerns while those with a performance status of '1' (ie some symptoms but no time in bed (n = 38)) or '0' (no symptoms, ambulatory (n = 53)) reported a mean of 17.3 (s.d. = 5.7) and 13.4 (s.d. = 6.3) post-SCT concerns, respectively. Post hoc tests for differences among the three WHO Performance Status categories using the least significant difference test indicated that all three groups differed significantly from each other.
Given that gender, age at SCT and WHO Performance Status rating were significant predictors of the total number of post-SCT concerns reported by SCT recipients, we examined whether variables were associated with the likelihood of reporting each of the specific concerns assessed on the SCQ. The sample was dichotomized with regard to gender (male vs female) and age (Ͻ50 years at SCT vs у50 years at SCT) and trichotomized with regard to WHO Performance Status rating (rating of '0' vs '1' vs '2-3'). Three sets of chi-square analyses were then performed. For each SCQ item, the dependent variable was whether or not a patient reported that specific concern at any time following SCT (ie rating of '1' or '2' on the SCQ). Results of these three sets of chi-square analyses are shown in Table 3 .
Significant gender differences were evident for 12 of the 30 SCQ items. Females were significantly more likely to report psychologically oriented concerns, such as feeling depressed, feeling tense or anxious, or wondering whether their thoughts and feelings were typical of other SCT recipients. Females were also significantly more likely to report interpersonal concerns, such as concerns regarding their relationship with their spouse or partner or others not understanding their needs. In the physical domain, females were significantly more likely to express concerns regarding poor sleep, personal appearance, or returning to work. Finally, females were significantly more likely than males to report concerns related to their health care, such as their understanding of their disease or treatment, communicating with physicians and/or nursing staff, and the quality of their medical care. The only area of concern which was reported significantly more often in males regarded spiritual life - Table 3 Percentage of SCT recipients in total sample (n = 110) reporting various concerns as a function of age at SCT, gender, and WHO performance status 48% of males reported this as a concern at some point following SCT compared to only 24% of females. Significant differences for age at SCT were evident for nine of the 30 SCQ items. Individuals transplanted prior to age 50 were significantly more likely than patients transplanted after the age of 50 to report a variety of interpersonally oriented concerns, such as concerns regarding their relationship with their spouse/partner, communicating with their spouse/partner, others not understanding their needs, their ability to be affectionate, and their sexual life. Those transplanted before the age of 50 were also significantly more likely to report concerns regarding their goals in life, their ability to return to work, whether the things they are thinking or feeling are typical of other SCT recipients, or feelings of tension or anxiety. None of the 30 concerns assessed were significantly more likely to be reported by those transplanted over the age of 50.
Concern
Significant differences as a function of WHO Performance Status rating were evident for 13 of the 30 concerns assessed. In all instances, individuals with a performance status rating of '0' (ie 'I have normal activity') were least likely to report post-SCT concerns. As might be expected, poorer performance status was significantly associated with a greater likelihood of reporting concerns in the physical and functional domains (eg ability to enjoy leisure activities, personal appearance, poor sleep, poor appetite, and difficulty remembering or concentrating). In addition, poorer performance status was significantly associated with more psychological (eg feeling depressed) or existential concerns (eg spiritual life, wondering why all this happened to me). Finally, poorer performance status was associated with a range of concerns regarding health care and the health care system, including concerns about medical insurance difficulties, not being sure what medical restrictions have been placed on their activities, communicating with physicians or nursing staff, or whether they are receiving good medical care. It should be noted that while the frequency of concerns increased linearly with decreases in performance status rating for most of the 13 areas of concern where significant differences were observed, this was not uniformly the case. For three concerns, all revolving around medical or health care issues, a curvilinear relationship was evident. Specifically, individuals with an intermediate performance status rating of '1' (ie some symptoms, but ambulatory and no extra time spent in bed) were more likely to report concerns regarding communication with physicians and nurses, uncertainty about medical restrictions upon their activities, and medical insurance difficulties than individuals with a performance status rating of '0' (ie normal activity) or '2-3' (ie need to spend some time in bed but generally less than 50% normal daytime).
Temporal trajectory of post-SCT concerns
In order to identify any temporal patterns in the types of concerns voiced by SCT recipients, the sample was divided into three groups on the basis of time post-SCT: Ͻ12 months (n = 40), 12-24 months (n = 53), and Ͼ24 months (n = 17). Chi-square and t-test analyses, as appropriate, indicated no significant differences existed between these three groups with regard to age, type of transplant, education, or income. A series of 3 ϫ 3 chi-square analyses were then performed using time since SCT as the grouping variable and item responses on the SCQ as the dependent variable. For each SCQ item, responses were categorized as either a current concern (ie within the past 30 days), past concern (ie not a concern within past 30 days), or never a concern. Results are shown in Table 4 . SCQ responses were significantly associated with time since SCT for six of 30 SCQ items. An additional three SCQ items approached (P Ͻ 0.10) but did not attain our 0.05 criterion for statistical significance. Inspection of Table 4 suggests that some concerns became more salient as time since SCT increased while other concerns became less salient with the passage of time since transplant. Specific concerns which appear to be less or infrequently expressed during the first year post-SCT but whose likelihood of expression appears to increase in likelihood during the second year or beyond include concerns regarding: sexual life (32% current concern in Ͻ12 months post-SCT group vs 39% current concern in 12-24 months post-SCT group vs 67% current concern in Ͼ24 months post-SCT group), relationship with spouse or partner (17% vs 26% vs 40%), ability to be affectionate (19% vs 12% vs 35%), feeling tense or anxious (34% vs 45% vs 47%), and poor sleep (26% vs 47% vs 50%). In contrast, several concerns appear to be most common earlier in the course of transplantation recovery, decreasing in likelihood with increasing time post-SCT. These include concerns regarding others babying or being overprotective (23% vs 17% vs 7%), and whether they are receiving good health care (11% vs 9% vs 0%).
Discussion
Study findings suggest that some concerns are what might be described as universal in SCT recipients. Foremost among these is concern regarding the possibility of recurrence of their underlying malignant disease. Over three fourths of respondents (77%) indicated that this was a current concern with nearly all respondents (95%) identifying this as a concern at some time following SCT. Similarly, concerns regarding energy level and whether they will 'return to normal' were reported by approximately 80% of recipients at some time following SCT. In contrast to these near universal concerns, several concerns were infrequently reported. More than 75% of respondents indicated they had never had a concern about what behavioral restrictions their doctor had placed on them, communicating with their physician or nurse, or whether they were receiving good medical care. What makes these findings impressive is that the researchers for this study were not involved in the medical care of study participants. Thus, the general lack of concern regarding the nature and quality of medical care expressed in our sample cannot simply be attributed to a hesitancy on the part of respondents to criticize their caregivers 'to their face'.
Our intent was to collect information which might be utilized to minimize distress and enhance QOL and psychosocial adjustment in SCT recipients who have moved beyond the acute phase of transplantation and who have entered the post-SCT recovery phase. 25, 26 We believe our findings are helpful in this regard in at least two respects. First, we have identified specific areas of concern for SCT recipients, that is, we have identified issues which recipients acknowledge to be worrisome to them. This differs from the growing body of descriptive research which has identified potential areas of deficit and difficulty in SCT recipients, 5-7 but has not directly assessed what recipients themselves are concerned or worried about. While this distinction might be a subtle one, it is potentially important. Given the life-threatening nature of SCT as well as its frequent use as a treatment of 'last resort', it is not surprising that many SCT recipients indicate that they are simply 'grateful to be alive'. 20 This may translate into a minimization of concerns regarding QOL, a minimization which may be reinforced by medical staff who explicitly or implicitly communicate to recipients that they should 'count their blessings' and not worry about matters which are of less than life or death significance. Our findings suggest fairly high correspondence between the psychosocial concerns salient to SCT recipients and areas of post-SCT deficit and difficulty identified in earlier descriptive Table shows significant group differences based on chi-square analysis. C = current concern, ie a concern within past 30 days; P = past concern, ie concern since SCT but not within past 30 days; N = never a concern post-SCT. *P Ͻ 0.10; **P Ͻ0.05; ***P Ͻ0.01. research. Problems with energy level and difficulties with sleep and cognitive and sexual function have been identified as common in SCT recipients and indeed these were identified as very common concerns in our sample. Our findings, however, identify additional areas of concern which have not been as extensively documented. Many of these are more psychological or even existential in nature, often reflecting the uncertainty that pervades the post-SCT recovery period. Examples of prominent concerns of this nature include those regarding the likelihood of ever 'returning to normal', formulating new goals in life, wondering whether thoughts and feelings are typical of other SCT recipients, understanding 'why all this happened to me', and of course near ubiquitous concern regarding the possibility of disease recurrence. Additional areas of concern which have not been extensively documented in previous research were social or interpersonal in nature. These included concerns regarding impatience and irritability with others, others not understanding the SCT recipient's needs or others not knowing what to say or how to treat them or others being overprotective. Concerns regarding spouse/partner relationship and communication were also prominent. At the simplest level, our findings can serve as a blueprint for the development of interventions to enhance post-SCT QOL by suggesting areas of concern to SCT recipients that might serve as intervention foci. Our study findings are also useful to intervention developers in a second respect. In addition to identifying common areas of post-SCT concern in our sample as a whole, we were able to identify demographic and clinical variables linked to the reporting of concerns in specific areas. While the number of concerns reported was not linked to either type of transplant or underlying diagnosis, females, younger recipients, and those with poorer performance status reported significantly more post-SCT concerns. These individuals might benefit from increased monitoring and intervention efforts. Furthermore, these variables were linked to the likelihood of reporting specific concerns (Table 3) . Why this was so is unclear. The types of concerns endorsed by females were quite broad and might simply reflect a general tendency to be more honest in their acknowledgment of difficulties. The pattern of concerns reported by younger recipients tended to reflect interpersonal and relationship worries. Given their younger age, these individuals may have had relationships of shorter duration and it is possible that SCT might create more stress in relationships of shorter duration. Overall, the data shown in Table 3 could be used to identify a specific set of con-cerns that might be amenable to more focused interventions targeted at particular individuals at risk. This might be particularly useful in settings where clinical resources are limited and a comprehensive intervention program is not possible.
In addition to linking specific concerns to age, gender and performance status variables, clear patterns emerged with regard to the temporal trajectory of concerns experienced by SCT recipients (Table 4) . Some specific concerns appeared to emerge early in the course of post-SCT recovery and to be equally likely to be acknowledged at later points in the recovery process. Examples included concerns regarding disease recurrence, energy level, and 'returning to normal'. On the other hand, some concerns appeared to be most salient early in the course of post-SCT recovery, declining in significance with the passage of time post-SCT. These included concerns regarding the quality of medical care received or 'others babying me or being overprotective'. Finally, some concerns appeared to increase in salience with the passage of time post-SCT. These included concerns regarding feeling tense or anxious, sexual life, poor sleep, others not understanding my needs, relationship with spouse/partner, ability to be affectionate, and communicating with physician/nurse. Addressing potential areas of concern which might emerge later in the course of post-SCT recovery might be particularly difficult. Since the extent of contact between the SCT recipient and the transplant team diminishes with time, opportunities to monitor emerging psychosocial concerns is limited as are opportunities to manage any identified areas of concern. As a result, attempts might be made to address these concerns before the SCT recipient recognizes their salience. To maximize effectiveness, however, interventions targeted at a specific problem must be delivered at a time when the problem is salient. Thus, interventions addressing late emerging concerns, such as sexual function or spouse/partner relationships, may yield poor results if implemented too early in the course of post-SCT recovery.
While the present study is the most comprehensive examination of psychosocial concerns experienced by SCT recipients to date, it is not without a number of limitations. Use of a longitudinal research design would have clearly strengthened any conclusions to be drawn regarding the temporal trajectory of post-SCT concerns. Additionally, a longitudinal design would have limited any biases in our data introduced by requiring respondents to recall what their concerns might have been months or even years before study participation. Inclusion of one or more comparison groups would have also strengthened the study. Obtaining similar data regarding current and recent concerns from either healthy individuals or individuals with a malignant disease not treated with SCT would have enabled some conclusions to be drawn regarding the net impact that SCT itself might have in generating concerns in specific areas. The use of both telephone interview and questionnaire formats for data collection introduced a potential source of variability in our data. SCT recipients might have been less inclined to report concerns under one or other format, resulting in an underreporting of concerns to some unknown degree. Our sample of 110 recipients, while more diverse than those used in previous studies of post-SCT concerns, 21, 22 should still not be construed as representative of all SCT recipients. Females and recipients of autologous SCT for breast cancer were overrepresented in our sample. This may influence the nature of the specific concerns reported, resulting in a profile of concerns that may not be representative of SCT recipients in general. Finally, while we assessed a broad spectrum of potential concerns, we did not assess the magnitude of concern experienced. As a result, we have no way of gauging whether the concerns reported are of great, modest, or only slight concern. While this clearly has implications for establishing the need for programs to enhance post-SCT QOL and psychosocial adjustment, prior research has indicated that the magnitude of concern evidenced by many SCT recipients is quite high. 21, 22 In conclusion, while preliminary and in need of replication and expansion in future research, our findings provide information which can be of potential significance in the development of interventions to enhance post-SCT QOL. In addition to identifying common areas of concern that might serve as intervention targets, we have identified demographic and clinical characteristics linked to the likelihood of reporting specific concerns. This information can be helpful in pinpointing monitoring and intervention efforts towards those SCT individuals most likely to benefit. In general, the most efficient and effective intervention approach is likely to involve active efforts to monitor and manage specific concerns in those specific SCT recipients most likely to evidence these concerns and, most critically, at those specific times in the post-SCT recovery process when these specific concerns are most likely to be salient.
